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What are clinical guidelines

« Clinical guidelines are systematically developed
statements, based on a thorough evaluation of the
evidence, to assist practitioner and patient decisions
about appropriate healthcare for specific clinical
circumstances, across the entire clinical spectrum.
(patinetsafetyfirst.ie)

e Clinical guidelines are recommendations by NICE on the
appropriate treatment and care of people with specific
diseases and conditions within the NHS. They are based
on the best available evidence. While clinical guidelines
help health professionals in their work, they do not
replace their knowledge and skills (nice.org.uk)



Why they are important

e Consensus of expert opinion

« National minimum standard of care

e Equity of access and clinical practice
e Support clinicians who are not experts

 |dentify evidence gaps — driver for research
Investment and prioritisation

e Healthcare resource planning — budget impact
 Benchmark for good/bad practice
* Help empower patients and provide confidence



Case Study



Situation analysis

In 1997 myeloma was a relapsing and remitting cancer with a median
survival of two to three years

Increasing number of treatment options — most of which were very
expensive

Lack of consensus on best approach

Heterogeneity in clinical practice and postcode prescribing
Patients were losing out as a consequence

The need for national clinical guidelines identified

UK Myeloma Forum and Myeloma UK designated by the British Committee
for Standards in Haematology to write guidelines



BCSH/UKMF Myeloma Guidelines
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Methodology




Patient Group Involvement




BCSH/UKMF Supportive Care Guidelines



Patient Group Involvement




Dissemination and adoption

* Publication in peer reviewed journal (BJH)

* Implemented through regional cancer and local
academic networks

e Patients given adoption flyers to take with them to
hospital

* Presentations at regional, national and international
meetings

 Used by several other countries
o Collaboration with Nordic Myeloma Study Group
 Feedback very positive but limited proactive evaluation



Limitations

e Guidelines not mandatory
« Often out of date by time published

 Evidence based and therefore only as good as
available evidence

e Lack of evidence for every clinical situation — so
gaps

* No cost effectiveness analysis

« Not predictive or algorithmic

e Often not linked to registries/outcome databases



Future

 Move towards predictive treatment algorithms
(stratified medicine, diagnostics)

* Health economic evaluation
* Linked to registries/outcome databases

e Driver for identification, acceleration and
adoption of innovation

« Better reflect payer concerns
« Built around patient values and preferences




Role of patient groups

Call for their existence

Patient involvement in their design
Adoption, diffusion and uptake
Monitoring and evaluation

Myeloma Patients Europe Report on
Myeloma Patient Perspectives



SUMMARY

e Important role in defining best practice and
Improving the treatment and care of
patients with specific diseases

o Often not mandatory and limited

 Move towards predictive/costed
pathways/algorithms

 Must involve patients
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